OP0279-PARE NRAS KNOW YOUR DAS APP SELF ASSESSMENT TOOL EMPOWERING PATIENTS
Background: NRAS has worked with Roche/Chugai for many years on the Know Your DAS resources. As the DAS28 is the most utilised disease measuring tool available and is used in many countries as part of the access criteria Objectives: In 2015 the charity was approached about developing an app for mobile phone and tablet use to encourage DAS patient self-assessment. As well as developing the app we worked with the pharmaceutical company to develop printed updated booklets for both patients and health professionals with the addition of information on DAS self-assessment contained within. With increasing pressures on rheumatology clinic time and the emphasis on improving patient education and empowerment this additional NRAS resource is timely and much in demand. Methods: The Know Your Das app was designed with clear step by step guides and how to video clips to demonstrate how to use the app and show how patients should examine their own joints. NRAS hosted two user testing focus group meetings and after the launch of version one real time use was analysed. In Jan 2017 version two was released with improvements to the usability and additions including sections on adherence and stock management to aid with prescription refills. The information entered is held securely by the individual but the DAS results can be printed off or emailed to their clinicians as appropriate. It is not envisaged that the patients' self-assessment should entirely replace the clinicians' DAS measurements but that it will facilitate a better dialogue at clinic appointments as it will give a clearer picture of how the disease has been active or not in the intervening time between appointments. Results: As of January 2017, 2217 people have downloaded the Know your DAS app and much interest has been shown by users from outside the UK who would like to be able to use the app. Clinicians are keen to utilise the app with their patients Costedoat-Chalumet illustrated to the participants the critical issue of adherence to treatment (or more precisely, the lack of it). For many reasons, adhering to the prescribed treatment is a challenge for people living with Lupus, yet, "medicine only works if you take it". Understanding this area is critically important to helping people with lupus improve their quality of life. Objectives: In LE, we wanted to know the reason(s) for this lack of adherence and how to improve it. Is lack of access also a reason for not adhering to treatment? Methods: Two patient panels were formed to conduct in depth discussion about treatment. For each panel we invited people from our European community through our member groups. The panels were organised to represent different aspects like gender, age, time of diagnosis, main disease area and representing different countries. It was important to LE, that both patient panels were conducted by and for people living with lupus, which gives the participants a feeling of security and being understood: this is very important if you want them to share their experiences openly. LE organised the first patient panel on November 2nd-4th 2015, bringing together 10 people living with lupus, from 7 countries, to share their experience about "treatment", with a view to help improving the quality of life of people living with lupus. The second patient panel took place on March 11-13, 2016 bringing together 9 lupus affected people from all over Europe to further explore the burden of living with lupus, and to dive into the burden of daily treatment. The panels were conducted through a series of interactive presentations, team discussions and working groups. Results: The key findings of both patient panels were: 1. Because "Treatment" is broad; it is both medicine based and non-drug based, and can be categorised in three ways -core, medical, and well-being; there needs to be a more holistic approach to the patient. 2. Access includes ease of contact with Health Care Practitioners, support services such as orthotics and quality information as well as availability of medicines. 3. Patients will take new medicine, provided they understand the reasons why and the side effects. 4. Each patient is responsible for their own treatment and must realise that a positive mind-set can be decisive for the treatment of the disease. 5. Patient Organisations have a critical role to play, creating a community, sharing reliable information, providing hope, raising awareness and advocating for lupus. Conclusions: Organising a patient panel with a small closed group of patients on neutral ground in a "safe" environment has proven to be a good way of getting the patients to speak openly about a difficult subject and to reveal things, that they might not tell the health professionals. Through this initiative LE has gathered important information about access and adherence to treatment that we can now use to make suggestions about treatment and implement into our strategic plan for the years to come. Background: Patients general well-being is largely dependent on health care professionals. The education of these is therefore very important. It is more and more common using patients in the education of health care professionals. The Universities in Cyprus together with other health professional groups have shown interest in involving patients with RheumatoMusculoSceletalDiseases (RMDs) in the education of medical school students regarding RMDs. Besides discussing the disease, they will also learn about the obstacles faced by the patients as well as the impact on their daily life. Through this initiative, the hope is that early recognition and diagnosis is promoted as well as enhancing the knowledge and skills of future doctors. Objectives: The aim of this project was to implement a Patient Expert project in Cyprus League Against Rheumatism (CYPLAR), and through it train RMD patients to educate medical students and other healthcare professionals regarding
